Objectives: This study investigated the extent of agreement between children with cerebral palsy (CP) and their parents concerning their views on what contributed to the children's quality of life. It also investigated how well an Australian condition-specific health-related quality of life self-report measure for children with CP, the Cerebral Palsy Quality of Life Questionnaire for Children (CP QOL-Child), mapped to the views of UK children and parents. Methods: UK children with CP aged 8 to 13 years and their parents participated in qualitative interviews about their perspectives on the child's quality of life. Results: The interviews with 28 children and 35 parents showed considerable overlap but also some divergence. For example, both parties considered social relationships to be important, but children described how they enjoyed being on their own at times whereas parents tended not to value time spent alone for children. The CP QOL-Child covered most themes considered to be important to the children's quality of life. Omissions included relationships with extended family members, restful recreational activities and associated possessions, relaxing, tiredness, negative emotions, and safety. Conclusions: Both children's and parents' views are required for the development of child healthrelated quality of life instruments. The CP QOL-Child has good coverage of many aspects discussed in the interviews. Cultural differences may account for its omission of some topics considered important by UK children and parents. Rewording of many of the CP QOL-Child's items and further work on item content would optimize its suitability for UK children and possibly for children elsewhere.
Introduction
Researchers have been criticized for developing health-related quality of life (HRQL) instruments without asking patients what they consider important to their quality of life [1, 2] . When qualitative research has been conducted to access patients' perspectives [3] [4] [5] [6] , the resultant instruments are more relevant to patients, yield higher response rates [7] , and potentially provide more meaningful data on the effectiveness of health interventions and other services.
In developing instruments for children, little attention has been paid to the respective contribution of children's and parents' perspectives. Quantitative studies using HRQL measures show that their perspectives are different [8, 9] . If one party's perspective predominates in the development stage, the resulting instrument may be incomplete. For example, given their responsibilities to protect children, parents may be more concerned with risk than their children are and may underestimate the role of independence and autonomy in contributing to the child's quality of life.
Qualitative research may also help to refine existing instruments [10] . A recent workshop on patient-reported outcome measures [11] concluded there should be more emphasis on improving existing measures, rather than creating new ones. Davis et al [12] also recommend this. We have previously reported that what children with cerebral palsy (CP) regarded as important in contributing to their quality of life corresponded well with the items in KIDSCREEN, a generic self-report HRQL measure for children [13] . However KIDSCREEN did not include some themes important to children, including relationships with family members other than parents, inclusion and fairness, home life and neighborhood, pain and discomfort, environmental accommodation of needs, and recreational resources other than finances and free time. Because KIDSCREEN is a generic measure it is perhaps unrealistic to expect the instrument to cover all the themes relevant to children with a specific condition such as CP; condition-specific measures [14 -16] might better match children's accounts [17] .
We examined how well children's and parents' interview accounts of the important domains of children's lives mapped to those in a CP-specific HRQL instrument: the Cerebral Palsy Quality of Life Questionnaire for Children (CP QOL-Child) designed for selfand parent proxy report. The CP QOL-Child was developed in Aus-tralia using recommended psychometric and qualitative methods, and has good reliability and validity [18] . Because it was published after our qualitative interviews were undertaken, we decided to return to the interview accounts to explore how well the CP QOLChild mapped to the views of UK children and parents. The first aim of this article is to describe the extent to which children's and parents' accounts converged with respect to what they each considered important to the children's quality of life. The second aim is to report how far the themes discussed by the children and parents converged with those in the CP QOL-Child.
Methods
A favorable ethics opinion was granted by the North West Multicentre Research Ethics Committee (Reference No. MREC 04/8/010) and all participants provided informed consent or assent for the study.
Families were purposively sampled from those already recruited to the north of England arm of a European study of quality of life of children with CP (SPARCLE) [19] . Purposive sampling is widely used in qualitative research where methods such as indepth interviews preclude large samples and where random samples fail to access participants with potentially important characteristics [20] . We sampled for maximum variation using children's total scores and domain score profiles generated by KIDSCREEN (a generic quality of life instrument), and child and family demographic characteristics to include: 1) children from waged and nonwaged households; 2) those with HRQL reports across the range of total scores observed in the English arm of SPARCLE; and 3) for each domain at least one child with the minimum score and at least one with the maximum score [13] . Semistructured interviews were conducted by one researcher (HR) and most took place in the family's home, in privacy from other family members to avoid accounts being influenced by the presence of others. Interviews were conversational and their pace, sequencing, and duration were shaped by the participants. HR undertook extensive preparation to facilitate children's engagement in the interviews and thereby ensure the quality of the children's data. This included: consulting methodological writings on interviewing disabled and non-disabled children; consulting speech therapists to learn about different types of communication devices children used; undertaking specialist training in communication with disabled children; spending time at a school which specialized in teaching children with severe physical and cognitive impairments in order to gain skills in communicating with disabled children; conducting pilot interviews with children of a similar age to those in our study. HR used a range of strategies to establish rapport with children, facilitate their enjoyment and engagement with the interviews, and to assist the participation of children with special communication needs. For example, she usually met with children several days before interviewing them. HR and the children often played with stickers, pens, and pencils that she provided and conducted the interviews alongside these activities. Picture card activities such as "places where I go" and "feelings that I have" were also used. These techniques created a conversational context for the interviews that was more varied and less language dependent than a traditional researcher-led questionand-answer interview.
Separate topic guides were used for children and parents. The children's guide included prompts about interests and activities, relationships, feelings, and school. The parents' guide covered similar topics. The interviews lasted 45 to 90 minutes. All the interviews were audio recorded with the exception of one child's interview which was recorded in detailed hand-written notes by the interviewer. Extensive reflexive notes were recorded to provide the contextual details of all the interviews. HR transcribed the interviews verbatim, usually within a few days, and was therefore able to synthesize observations of the children and their nonverbal communication into the transcripts ready for analysis.
Analysis of interviews was informed by the constant comparative method [21] and guidelines for qualitative research [20, 22, 23] . Team members worked in pairs on the child and parent data sets to ensure conceptualizations remained grounded in the respective data sets and particularly to avoid the parent data inappropriately influencing the analysis of the children's. Analysis cycled between the developing analysis and new data to develop open codes, followed by thematic categories. These were organized into separate coding frameworks for the child and parent data, which the team tested and refined by: 1) periodic discussion; 2) coding transcripts that had not previously been open coded; and 3) producing detailed reports of data coding in NVIVO [24] . All the coded data were scrutinized to extract the key components of children's accounts of HRQL, and identify children's HRQL priorities. A similar process was followed for the parent data. Following completion of reports on this phase of analysis, we compared the grouped parent data and the grouped child data regarding their respective views on what contributed to the children's quality of life.
The next stage of analysis identified agreement and disagreement between the children's and parents' accounts. We then examined convergence between the interview accounts and the items in the CP QOL-Child. Figure 1 presents the domains represented in the CP QOL-Child [16, 25] .
Results
As previously reported, the qualitative analysis generated four overarching themes: social relationships, home and school environments, self and body, and recreational activities and resources. For each of these we provide: 1) a summary of the children's and parents' accounts; 2) a comparison of the children's and parents' accounts; and 3) a comparison of the accounts with the CP QOL-Child items. Our interpretations are informed by the complete data set of 53 transcripts and accompanying field notes. Figure 2 presents illustrative verbatim quotations from the interviews that back up our interpretations. To protect anonymity, all quotations are labelled with the child's age range and a unique participant identity number.
Social relationships
Children valued affection; companionship; and the support of their parents, siblings, and extended family members such as grandparents. They also valued time with friends in and outside of school; interests and activities could be shared and friends were a source of practical help and emotional support. Children wanted to be treated with respect by peers, and they discussed difficulties such as being isolated or bullied by them.
Parents agreed that siblings were important in their disabled child's life. They also discussed the differences between their children in relation to their disabled child's impairments, what he/she could do, and concern about his/her future. Parents did not talk about their disabled child's perception of the parent-child relationship, nor did they attach so much importance to their child's relationship with extended family members; for parents the emphasis was on how they themselves were supported by family members. Parents also discussed the importance of their child having friendships and socializing. A striking feature of their accounts was their efforts to engineer opportunities for their child to be included socially. They were very concerned about their child's experiences of being isolated or bullied by other children, often emphasizing this more than the children themselves.
The CP QOL-Child has three items on interaction with family members: asking children about being accepted by their family, whether they get along with the person who looks after them, and how they get along with their siblings. There are no items specifically mentioning parents, although they are implicitly incorporated in two of the above items. There is not an item asking the child about extended family members. The CP QOL-Child also represents socializing with friends and other children discussed in the interviews. There are several items about how the child gets on with other children, if they are accepted by them and whether they are able to play with friends, although bullying is not explicitly mentioned.
Home environment
Children valued home as a place for relaxation and restful recreational activities. For example, the interview field notes recorded how children who used mobility aids such as splints often removed these immediately on their return home from school, preferring to crawl around the house or walk on their knees, indicating the importance of home as a relaxed, unconstrained environment. The children's interview accounts confirmed this; they often talked about how they could "be themselves" at home. Possessions such as televisions, computers, books, and toys played a crucial role in children's home lives as a focus for relaxing pursuits.
The neighborhood also provided children with opportunities for social interaction and recreation. If children found it difficult to access the streets and spaces near their homes they said it was more difficult to meet friends and this affected their quality of life.
Parents also talked about the home as somewhere the child could rest and relax, often from tiredness related to their child's impairment but they did not suggest relaxation as an enjoyable pursuit in its own right. Parents regarded home as adapted for their child's needs compared to other environments such as friends' houses. They also liked to know that their child was nearby. These views reflected the general emphasis parents placed on protecting their child and the surveillance that they engaged in to ensure their child's safety.
The CP QOL-Child covers the home environment to some extent. There are items inquiring about the special equipment children might need at home and about family trips. However, there are no items about whether children have opportunities for restful recreation and relaxing or about children's access to recreational possessions at home.
School environment
School brought enjoyment and stimulation to children and opportunities for social and extra-curricular pursuits. Children worried about inclusion at school and their performance, particularly in physical education and sport. They also had concerns about mobility at school and their own safety. Children discussed safety in terms of special equipment needed as well as how important it was for teachers to take account of their needs and provide help.
Parents' accounts of their child's experience corresponded closely to what their children said about school, school relationships, the environment, and safety. Parents emphasized the social aspects of their child's school life, often implying that this was as, if not more, important than the academic aspects. Parents also often talked about the negative attitudes that others expressed toward their child at school.
School is represented well in the CP QOL-Child. There are items about participating and keeping up academically at school, getting on with teachers and whether special equipment is available for the child's needs. One item specifically asks if the child is accepted by other children at school. However, the CP QOL-Child does not include items about safety at school.
Self and body
Children talked about positive emotions such as being happy and negative ones such as loneliness, anger, embarrassment, and fear.
They talked about what they could "do" and how they accomplished everyday tasks, and the thrills of engaging in risky activities. Children compared their bodies unfavorably with their siblings, friends, and peers. They talked of feeling dependant, needing help with intimate activities such as going to the toilet, and some said they "felt different." Other children tended not to talk explicitly about their disability. Many reported experiencing tiredness, discomfort, or pain, and others discussed hospital visits and medical procedures and how such events meant they missed out on what they preferred to do.
Parents confirmed children's reports about what they could do, restriction of their activities, and how their child disliked being unable to do certain things, especially if their siblings or other children could do them. Parents frequently talked about their child's disability. They also discussed the effects of tiredness, pain, and medical procedures on their child's life and emphasized the amount of time medical procedures and visits took.
The CP QOL-Child has an item asking the child how happy they are, but there are no items about negative emotions. It has excel- 2 0 1 1 ) 7 0 5 -7 1 1 Fig . 2 -Continued. lent coverage about what the child can do and pain, and there are several items about special equipment and medical matters but there is not an item on tiredness.
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Recreational activities and resources
Children enjoyed a wide range of outdoor pursuits and clubs, although restful pastimes were also important for friendships and relaxation. Children enjoyed being able to "do their own thing" and discussed the limitations parents put on their preferred activities. Boys often talked about wanting to visit friends or to go out unaccompanied. Girls often emphasized safety. Children were reluctant to take part in activities that they felt unable to perform well, or because they found the activity uninteresting, disagreeable, or unsafe.
Parents frequently reported that their child enjoyed recreational pursuits and wanted freedom. They also reported that their child noticed the differences in ability between themselves and nondisabled children. Parents were aware that their child wanted to join in with their siblings or peers in everyday pursuits, but were concerned about safety.
The CP QOL-Child includes items that inquire about the child's ability to participate in recreational and sporting activities, and the child's ability to play on their own and with friends. As well as these items concerning children's functional independence there is also one item about whether children had a sense of autonomy in their lives. There is no coverage of resting and relaxing as a form of recreation, and as described previously, the CP QOL-Child does not cover safety, though both children and parents in our study said these were important.
Discussion
Children's and parents' accounts of what contributed to the child's quality of life were generally similar but with some important exceptions. Whereas it was clear that children highly valued their relationship with parents, parents themselves did not mention the child's perception of the parent-child relationship. Both children and parents emphasized the importance of siblings and friends as companions, but parents also tended to focus on how their child got frustrated at being unable to physically participate in the ways that nondisabled children could. Children enjoyed opportunities to spend some time on their own. Parents recognized the need for social inclusion and tried hard to facilitate their child's social life, often expending much effort in the process. Indeed, sometimes parents discouraged their child from spending time on their own, even when they were aware that this was what the child preferred. Children talked about home as a place for leisure and where they could do activities they enjoyed, particularly restful ones, whereas parents discussed the home as somewhere the child could recover from tiredness resulting from his/ her impairment. Children often wanted autonomy, to be allowed to come and go as they pleased, whereas parents highlighted the need for surveillance to keep their child safe. Children emphasized the discomfort and distress that medical and therapeutic procedures caused, whereas parents also considered the amount of time spent attending hospital visits. Finally, some children were reluctant to speak about impairment and disability but parents readily mentioned them.
While there is a quantitative body of literature reporting the concordance of child and parent reports of children's quality of life [8, 9] using questionnaires, there is little using qualitative interviews. Two studies have used their qualitative data to generate domains and items for self-and proxy report questionnaires for children's HQOL [14, 16] . However, neither of these studies described how the child and parent accounts converge and diverge.
One study has compared the accounts of children with CP and their parents regarding quality of life, although it focused on adolescents [26] . This study did find differences between the adolescents' and parents' accounts. By describing how child and parent accounts converge and diverge in the present study, we have identified factors that are important in how younger children with CP perceive their lives, and helped to delineate key differences between the two parties' accounts which need to be considered in instrument development.
There is a small amount of qualitative research on the quality of life of young disabled people with which to compare our findings. One study interviewed 13 to 18-year-old adolescents with CP and reported that health issues, participation, education, CP-specific issues, family issues, independence, and transition to adulthood were important [26] . Other studies reported: that 18-to 20-yearold adolescents with CP perceived that "happiness in life" was related to how they thought other people perceived them [27] ; that 12-to 16-year-olds perceived that their quality of life [28] was influenced by the congruence between their interests and opportunities to participate in appropriate activities and leisure pursuits; and that 11-to 16-year-olds with a range of disabilities thought that adult surveillance and negative peer experiences, such as being bullied by peers, adversely affected their lives [29] . The age ranges in the above-cited studies are older than in our study. Nevertheless their findings resonate with ours in highlighting the importance of social relationships and autonomy in disabled adolescents' quality of life.
The CP QOL-Child questionnaire generally mapped well to the children's and parents' accounts of the children's lives, although there were some omissions. The CP QOL-Child does not ask specifically about parents and extended family members, restful recreational activities and possessions, relaxing (in the sense of doing very little and enjoying it), tiredness, negative emotions, or safety. There are however references to the family and "the person who looks after you." Further consideration is needed to represent the above issues in the instrument for UK children and possibly for children elsewhere. As previously reported [13] , KIDSCREEN also does not include items about relaxation, safety, or relationships with family members other than parents.
The words used in questionnaires for children should be familiar to children [30] . However, terms and phrases used in the CP QOL-Child such as academically, communicate, independently, recreational activities, social events, participate in your community, and being accepted were not used by children in our study. For example, rather than talking about "being accepted" the children we interviewed talked about "fairness" and not being "left out" and about being "picked on" or "bullied" by their peers. Only five children were involved in the development of the CP QOL-Child and this may have been insufficient to ensure that the instrument reflected the language used by the intended audience of children aged 9 to 12 years. Cognitive debriefing is recommended to assess if items in the CP QOL-Child are understood by self-reporting children in the United Kingdom and elsewhere.
This study demonstrates the importance of using the accounts of both children and parents to inform the development of children's HRQL instruments. Where there is divergence in their views these should be described. Further consideration is needed of how each party's perspective should be integrated and balanced in such instruments to ensure the two parties' accounts contribute appropriately. We also showed that the CP QOL-Child covers many of the aspects of children's lives that children and parents thought important, although some aspects are not represented. These omissions might be explained by cultural differences. The CP QOLChild also needs some refinement of its vocabulary for UK children, and perhaps for children living outside the UK.
